Purpose: A multiphase model for experiences of family members of persons with mental illness that considers both positive and negative aspects is proposed. Practical Implications: Our multiphase model allows us to identify in more detail the needs of caregivers at various stages.
INTRODUCTION
The experiences of caregivers of people with mental health issue have been described in a significant body of research, mostly from western countries, [1] [2] [3] and to a smaller extent from low-resource countries. [3] [4] [5] [6] [7] [8] [9] [10] Most studies focus on measuring the negative aspects of caregiving, called "family burden," which is usually defined as the influence of giving care to a person with mental health problem on the living situation of their caregiver and the emotional, psychological, physical, and economic consequences thereof (Awad, 11 WHO 12(p12) ). A distinction is often made between "objective" and "subjective" burden. Objective burden is the concrete and observable negative effect of mental illness, such as financial burden, time spent on care giving, disturbance of family life, and negative health outcomes of the caregiver. Subjective burden is defined as the extent of burden experienced by the caregiver as a result of caregiving. 3 An alternative approach to understanding caregiver experiences was developed by Szmukler. 13 The notion of caregiver "burden" was rejected and instead, a "stress-appraisal-coping" framework was developed, which encompasses both positive and negative experiences 13(p138) ). Szmukler developed a 66-item Experience of Caregiving Inventory (ECI) in consultation with caregivers, focusing on a wider variety of domains of burden as well as on positive experiences of caregiving. This is important because "the extraordinary power of love" is often a sustaining force to continue caregiving duties 14(p16) ).
While love and positive experiences can be vital aspects of caregiving (Awad, 11, (15) (16) (17) ) it is undeniable that caregiving can cause significant distress to family members. Tension, stress, anxiety, resentment, depression with feelings of hopelessness and powerlessness, a sense of entrapment, disruption in their family life and relationships, financial difficulties, physical ill health, restrictions in social and leisure activities, and an overall decrease in quality of life have been reported as aspects of burden. [18] [19] [20] [21] [22] Despite family burden being studied frequently, there is no conclusive evidence of the extent of, and contributing or predicting factors of burden. This has been attributed to studies being conducted in different settings, varying instruments, and the lack of a uniform definition of burden. However, certain findings have been concluded across studies. Symptomatic behavior, for example, violence, excessive demands, and high dependency 1, 3, 19, 23 and low levels of functioning 3, 24 seem to be a major contributor to family burden. It is hard to link a specific diagnosis to higher burden, as most studies focus on people diagnosed with schizophrenia, 25, 26 thereby making comparison difficult. Burden appears to be higher among female caregivers, 3, 27, 28 caregivers with higher education, 3, 29 and young age of the person with mental illness. 30, 31 The duration of illness as a factor influencing family burden is studied to a limited extent, with varying results. Some studies have shown that longer duration of caregiving indicates higher burden and lower positive coping abilities, 29, 32 Chakrabarti et al., 24, 31, 33, 34 while others have not found a positive correlation 35 (Ricard 36 ).
In sum, while predictors for family burden have been studied, the outcomes are nonconclusive or contradictory and hence, do not produce a set of indicators useful for practical application. More research is warranted in order to gain deeper insight into caregiver experiences and potentially identify additional factors and patterns. Furthermore, duration of caregiving has emerged as a potential predictor of caregiver burden, but only to a limited extent has this been studied. It might be, however, a relevant factor; one could imagine that caregivers in different phases of caregiving, experience different levels and types of burden. Existing frameworks for phases of caregiving are predominantly from North America, [37] [38] [39] [40] [41] [42] with one exception from a middleincome country, Botswana. 43 
CAREGIVER EXPERIENCES IN LOW-AND MIDDLE-INCOME COUNTRIES
It has been suggested that caregivers play a large role in non-Western countries in the resocialization, vocational, and social skills training of the person subjected to caregiving (hereafter referred to as "relative"), not only because of closer family ties that exist in many non-Western societies, 44, 45 but also because developing countries lack rehabilitation professionals to deliver these services. 46 There is a glaring lack of infrastructure, funds, and political support for mental health care in developing countries. 47, 48 In India, an estimated 90% of people with chronic mental illness live with their families. 49, 50 Chadda 6 showed that nonacceptance of the relative by members of society led to the feeling of isolations, including hiding the mental illness in order to preserve the chance of marriage. Blaming persons with mental illness and lack of appreciation from the society also contributed to caregiver burden. An ethnographic study in India by Addlakha 51 illustrated interpersonal tension between siblings as a result of existing economic hardship being exacerbated by caregiving.
Since mental illness is often attributed to demon possession or black magic, the first course of treatment is frequently with faith healers.
Some places require families to accompany their relative for extended periods of time, and rituals performed are often expensive. Many caregivers subsequently seek treatment at medical facilities, or continue treatment at both types of facilities simultaneously. 52 In this context, it is important to understand the experiences of caregivers in a lowresource setting such as India, over a period of time.
METHODOLOGY
The study employed a mixed-method research methodology, through semistructured interviews, life history timelines (LHTs), the ECI administration, and focus group discussions in order to provide a multidimensional approach aimed at gaining insights in the burden experienced by caregivers of persons with mental illness.
Sample
The study was conducted among caregivers of people accessing free mental health outpatient clinics of The Banyan in urban and rural location around Chennai, Tamil Nadu, India. The Banyan is a nongovernmental organization, founded in 1993, which addresses issues of homelessness, poverty, and mental health through emergency mental health care, outpatient psychiatric treatment, social care, vocational training, research, and advocacy. A multidisciplinary team of psychiatrists, social workers, psychologists, occupational therapists, and community workers is available to clients, with or without the caregiver's presence. All caregivers participating in the study regularly access treatment at The Banyan or a Government hospital. All mental health professionals and community workers are employed at The Banyan. The methodology evolved over time, since queries arose during the analysis phase, which led to the theory building phase, followed by the validation phase. Appreciative inquiry 55 was used as a method to assist caregivers in framing their own experiences without the more rigid format of a structured interview. In addition, the investigators used LHT exercises to collect retrospective event data, as it has been shown that this method elicits more detailed data than regular semistructured interviews. 56 Participants created timelines with positive and negative events since the onset of the illness.
Data
The interviews were audiorecorded and transcribed verbatim from The ECI is a 66-item survey, with more conventional domains related to burden (difficult behavior, negative symptoms, effects on family), as well as problems with services, dependency, need to back up, and loss (Szmukler, 13 in addition to two domains with positive experiences of caregiving (positive personal experiences and good aspects of relationship). Answers were rated on a 5-point scale (0 = never, 1 = rarely, 2 = sometimes 3 = often, 4 = almost always). The ECI has been shown to have good internal consistency 13, 58 and has previously been used in India. 29 However, the instrument has not been validated for use in India.
Developing a model for phases of caregiving
The authors developed the phases of caregiving according to the analysis of the qualitative and quantitative data from the first phase by identifying common experiences and themes among caregivers and preparing names and descriptions for each phase.
Consequently, four homogenous focus group discussions were conducted at The Banyan locations to validate the structure and names of the phases. Participants prepared charts in small groups that elaborated on the feelings of the caregiver in each phase, the available treatment and information, needs and support structures. * The charts and discussions were analyzed by comparing the most frequent themes in the discussion with the model proposed. * The latter two categories will be discussed in a separate article.
Finally, two homogenous focus group discussions were conducted at The Banyan locations to validate the model by presenting a summary of the findings of the previous focus group discussions to participants, followed by a discussion on whether the themes and needs identified were congruent with their experiences.
ETHICS
Approval for the study was obtained from the ethics committee of
The Banyan, which consists of external reviewers. After explaining the details of the study, consent forms were signed by participants in Tamil or English.
RESULTS
The study involved 29 caregivers in interviews, 117 in the Experience of Caregiving Inventory and 21 caregivers in the focus group discussions. Characteristics of caregivers, the person subjected to caregiving, and duration of caregiving are presented in Table 1 .
The demographic details of the mental health professionals who participated in the study are presented in Table 2 .
Next, we will report the findings of the Experience of Caregiving Inventory, followed by an explanation of The Banyan model of caregiver experiences.
EXPERIENCE OF CAREGIVING INVENTORY
The findings of the ECI are presented as total scores of grouped domains. Since each domain has a different number of questions, and therefore varying possible total scores, the total possible score per domain is also presented in Table 3 .
Overall, the results show that negative domains scored considerably lower than positive domains, indicating that being a caregiver has positive aspects in addition to burden. When examining individual items within domains, high scores were observed for a number of items within the categories "need to back up," "dependency," and "loss"
domains, which are shown in Figure 1 .
Regarding "need to back up" we observed a large difference between the items, explaining relatively low scores, while high scores have been observed for "have to support him/her," "backing up when he/she runs out of money," and low scores for "him/her keeping bad company" and "has difficulty looking after money." "Always at the back of my mind" and "having to help him/her fill in the day" scored high in the "dependency" domain. Similarly, in the "loss" domain, the overall score is low, while "what sort of life he/she might have had" and "thinking about lost opportunities" have scored high.
Even so, the levels of burden found through the ECI were relatively lower than expected. This positive result was not congruent with that of interviews conducted, during which, although positive aspects of caregiving were mentioned and caregivers generally expressed that they had a good relationship with the person subject to caregiving • Psychologist 2
• Senior community worker 2
• NALAM worker 21
• Nurse 2
• Occupational therapist 1
• Vocational trainer 2
• Healthcare worker 2
Mean years of experience 3.6 (SD = 3.09)
Mean number of clients assisted 241 (SD = 259.93) (referred to as "relative"), aspects of burden, and at times high burden,
were also undeniably present.
One reason for this discrepancy could be that the sample of the ECI consists of caregivers who regularly visited the health unit, and had done so for at least one year of caregiving. These conditions are expected to lead to most relatives being less symptomatic and caregivers more experienced in dealing with symptoms and crisis situations. Therefore, we can expect that the experiences and needs of caregivers evolve and change over time.
PHASES OF CAREGIVING
Based on the timeline interviews, the ECI and the focus group discussions (FGDs), we constructed a multiphase model of caregiver experi- ences, which we named The Banyan model of caregiver experiences.
TA B L E 3
The model states that the experience of caregiving changes over time and is influenced by the psychiatric condition of the relative, the available medical services and information about mental illness, and the changes in the life of the caregiver as a result of caregiving. This process is not necessarily linear and depends on the individual's circumstances.
As shown in Figure 2 , the experiences of caregivers can follow various trajectories, and phases may recur over time. Some caregivers may not experience all phases and some phases may never be left behind.
The feelings and emotions outlined in Table 4 are as experienced in each phase by caregivers. They are described and illustrated in the next section.
Phase 1: Manifestation of symptoms
As emerged from the analysis, the initial time when the mental health symptoms of the relative become manifest is experienced as confusing and frightening for caregivers because the cause for the changes in The changes were often attributed to religious reasons, black magic or fate or ascribed to personal traits of the relative, such as laziness, stubbornness, "being difficult." A mother and a husband recalled:
We saw that some black magic had been done to the food 
I just ignored her strange behavior, thinking: "Ok, this is how she is." But I never knew that she was mentally disturbed.
(Husband, 70 years old)
The first phase is also described as a time when the family experiences dishonor, since the behavior of the relative can be embarrassing at times. In some situations, family relations are disrupted, because caregivers cannot participate in events and celebrations. In addition, the employment of the caregiver is frequently disrupted, due to the need to stay at home to take care.
Phase 2: Seeking help
After the manifestation of symptoms and the realization that the change in behavior indicates a serious problem, caregivers aim to seek Some caregivers indicated that they experienced hope of recovery during this phase, considering the financial and time investments made, while also experiencing fear about the future. Some caregivers shared their strong determination not to abandon the relative.
During this time, the employment of the primary caregiver is often affected, since he or she needs to take time off work to travel to places of treatment. Most inpatient facilities require a caregiver to be present (including The Banyan) and faith healing centers can require people to stay for extended periods of time.
Phase 3: Helplessness and attribution
Despite seeking help, a complete cure of mental illness is not always feasible, due to the nature of mental illness, delayed start of treatment and experimentation to find the right type and dosage of medicines.
This can give rise to a feeling of helplessness, characterizing phase three, since the relative may not be recovering, as shared by two moth-
ers:
She relapses every 6 months, treatment is not working for her.
(Mother, 67 years old) In addition, in India, mental illness is often attributed to black magic, cast on the family because of jealousy about success or good fortune.
TA B L E 4 Description of phases of The Banyan model of caregiver experiences
Possession by demons is also cited as one of the reasons for mental illness.
Phase 4: Relative control and insight
During this phase, caregivers experience a sense of control and stability, after the volatile phases described above. (Mother, 55 years old)
[S]he doesn't give me any trouble. She is always very silent and does her work and doesn't trouble anybody at all.
(Daughter-in-law, 26 years old) Caregivers indicated that they gained self-confidence by living with the relative every day and dealing with situations as they arise. Learning by trial and error was identified as an important process in gaining self-confidence. Caregivers also indicated that they gained more insight in the nature of the mental illness, symptoms, warning signs and coping mechanisms, which helped with early identification of relapses.
Caregivers expressed hope in the effectiveness of medicines and felt life was normal again in this phase: Caregivers also seek to share their situation with relatives and hope for acceptance from society by inviting the relative for family celebrations and to their homes.
Phase 5: Loss and worries
Even if caregivers experience relative control in phase 4, they shared that loss and worries can be felt simultaneously, which is not often Almost all caregivers expressed worries about who will take care after the caregiver is no longer able to.
She is an orphan if I am not there. (Sister, 50 years old).
Caregivers worry about the physical safety of the relative, especially when he or she wanders out on their own without informing anyone in the family. Caregivers of women are especially afraid of physical or sexual abuse when she goes out on her own, or when she has to stay at home alone.
Phase 6: Finding new meaning
Despite the distressing experiences described above, some caregivers were able to redefine aspects of their life positively, as a result of the caregiver role. First, many caregivers were seeking stability and a "manageable" relative who did not trouble anyone, even if that meant not being meaningfully engaged and always staying at home. However, caregivers who did manage to facilitate the independence and productivity of the relative, felt a sense of accomplishment and pride, thereby finding new meaning in their role as a caregiver.
A daughter shared her learning during the caregiving process: 
DISCUSSION
As other studies concluded, the experience of caregiving is a complex phenomenon to understand, especially when considering both negative and positive aspects of caregiving.
The ECI was earlier administered at a hospital in Chandigarh, India. 29 When comparing other frameworks of phases of caregiving, common themes and differences can be identified. Certain frameworks (Gubman 1987, 37,38,40,42 include the difficulties encountered by caregivers in accessing treatment and finding one's way in the mental health system, including financing the treatment. All four frameworks explain that caregivers sought more information about and involvement in the treatment, which was not provided by mental health professionals, thereby leading to a loss of faith in mental health professionals and the mental health system itself. This loss of faith was not reflected in our study, even though the lacunae in the Indian mental health system are well documented. 47, 48 Other frameworks 38, [40] [41] [42] focus in more detail on the personal transformation of the caregiver over time. While The Banyan model does include "finding new meaning" as an integral phase, this aspect was not stressed upon in detail by many caregivers. This could be indicative of the low-income status of caregivers in this study, for whom making ends meet and curing the mental illness were the main priority, while personal growth and self-discovery are considered secondary or not at all. Karp and Tanarugsachock 39 stressed the importance of distancing oneself from the relative with mental illness, in order to maintain one's own mental and physical health. In the Indian context, some caregivers did discuss the need for long-term facilities in order to reduce their burden, which may not be a realistic option, considering the lack of affordable long-term care facilities. Abandonment, possibly leading to homelessness, is then the only option, which is mostly unacceptable to caregivers. Instead, caregivers focused their energy on coping with the current situation, instead of seeking ways to distance themselves from the relative.
Compared to the phases frameworks developed in western countries, we found considerable differences, most notably in domains of losing faith in the health system, the importance of receiving a diagnosis, the emphasis on personal transformation of the caregiver and the need to distance oneself from the relative with mental illness.
The framework developed by Seloilwe 43 . Second, the caregivers in this study take care of women with severe mental illness, associated with symptomatic behavior and lower functioning, which has been shown to result in higher levels of burden among caregivers. 3 Mental health professionals and community workers may use the framework to determine the type of support caregivers require, based on the phase(s) they are experiencing. However, the framework has not been tested for use as an assessment tool. The study was confined to caregivers who have sought help and are regularly accessing treatment. Studying caregivers who have not been able to take care of their relative would be valuable, in order to evaluate the applicability of this model.
The study was limited to caregivers in Tamil Nadu, which is culturally distinct from other parts of India. Studying caregivers in other resource-deficient settings, both in India and other parts of the world, would strengthen the model. Another limit of this study can be represented by not having applied the same multidimensional evaluation through different instruments (semi-structured interviews, focus group discussions and the Experience of Caregiving Inventory) to all caregivers involved in the study, in order to highlight correlations and differences of assessment.
CONCLUSION
As is clear from the literature, caring for a person with mental health issue taxes caregivers in financial, emotional, and social domains of life. Even though many caregivers provide care out of choice, with love and affection, and positive aspects are experienced, the difficulties are also undeniable. In order to understand the holistic experience of caregivers of persons with mental health issue, we developed a framework of six phases that caregivers commonly experience over the years of being involved in the care for a person with mental health issue, which goes beyond the singular concept of burden, to include positive aspects of caregiving as well. When the caregiver experience is considered as a process that changes over time, support structures can be provided according to the requirements of a particular phase. It is our hope that this framework contributes to a more detailed understanding of the caregiver experience and can serve as a basis for an assessment tool to provide support to caregivers, tailor-made to their specific situation and circumstances.
IMPLICATIONS FOR NURSING PRACTICE
Our multiphase model can be utilized in nursing practice to understand the experiences of caregivers, and their needs and potential aspirations for the future at difference phases of caregiving. Attention for the caregiver experience by psychiatric nurses can improve the relationship with the patient and, at the same time, support coping mechanisms of caregivers, potentially contributing to mental illness recovery of patients.
